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http://www.bmj.com/content/339/bmj.b3702.full.print 2/8 patient interactions around requests for physician assisted suicide, and the symptom course in childhood cancer.12 13 How do you conduct serial interview studies?
Recruitment
The timing of initial recruitment is important and is best driven by a sound understanding of the likely trajectory of the illness and the main issues to be explored.17 For example, we recruited patients with lung cancer at the point of diagnosis; those with heart failure at the time of their admission to hospital-when supportive and palliative care needs become particularly relevant; and patients with glioma before formal diagnosis in order to capture their experiences from this distressing time onwards. However, when prognostic uncertainty is great, the timing of recruitment for initial and subsequent interviews can be difficult to determine.
Location of recruitment also needs consideration. Identification in hospital can be successful for patients with rare conditions, who can then be followed up in the community. However, different situations may require recruitment in other healthcare settings or even outside health care. Irrespective of where participants are recruited from, working closely with all professionals involved is crucial to ensure appropriate and ongoing access to participants. In order to 10 11 http://www.bmj.com/content/339/bmj.b3702.full.print 4/8 make the best use of resources inclusion and exclusion criteria must be well defined, including the stage of the illness.
Data generation
Variable attrition rates and illness progression will affect the timing of second and subsequent interviews. For example, we used three month intervals in people with recently diagnosed lung cancer but six monthly interviews in people with chronic obstructive pulmonary disease, which progresses less rapidly. Researchers should identify expected transitions or key points in the course of an illness and return to speak with participants at those stages.
We have also found it useful to use telephone contact to assess if an interview should be brought forward to capture a changing event. The time needed for repeat interviews must be factored into the research design timetable.
Data generation must continue long enough to describe and understand the trajectory being studied. In patients with lung cancer, for example, data collection for 12 months from diagnosis will capture most deaths, but longer will be needed in a study of frail elderly patients.
Analysis
Initial analysis of transcripts of individual interviews and field notes should take place immediately, alongside continuing data generation. This allows emerging themes and concepts to be further tested and developed in subsequent interviews. Analysis may also be done across all first, second, and subsequent interviews or data synthesised from interviews at specific key points, such as immediately preceding death.
Adequate time and resources need to be allocated to allow the various longitudinal analytical opportunities to be fully exploited. Analysing all transcripts for each person as a longitudinal single unit will provide a sense of individual experience, whereas broad thematic approaches build cross-cutting themes, but at the expense of individual contexts. The longitudinal datasets generated, being typically rich in narratives, allow innovative approaches to both transcribing and analysis. For instance, as the required coding in qualitative analysis can result in fragmentation and de-contextualisation, we have transcribed some parts of the interviews of heart failure and lung cancer patients in stanza forms, as epic poetry. These can provide an accessible insight into the patient's experience.
What type of findings might you expect?
Issues that change over time Serial interviews can elicit changing needs or opinions-for example, in our lung cancer study some participants went from initial enthusiasm about having chemotherapy to regret, and others from refusal to deep appreciation of hospice care in later interviews. We were also able to capture the fluctuating existential anguish of increasing physical and cognitive debility in serial interviews with glioma patients and their carers. Similarly, Baker and colleagues interviewed bone marrow transplant recipients and noted changing physical problems and anxiety levels as the treatment progressed, with a feeling of impending doom emerging in later interviews. 18 The serial interviews provided a rich insight into the multifaceted roles of patients within their families and communities and the way in which these served to preserve patients' identity over time.
Serial interviews can also show how patients' experiences can be affected by external factors such as the influence of health services on their conceptualisation of illness over time. 19 20 Furthermore, serial interviews allow fluctuating and often asynchronous patterns of physical, social, psychological, and spiritual distress to be discerned. The approach allowed us to map typical trajectories of physical decline in people with cancer and organ failure. 21 We were also able to identify typical but asynchronous trajectories of psychological, social, and spiritual distress as disease progressed in patients with advanced lung cancer. 21 decline by following individual cases over time. This gave a much clearer picture than would have been possible by simply comparing snapshot data at different stages in the disease.
Rich and contextualised accounts
Repeating interviews allows narratives to unfold, revealing the complexity of individual situations, and helps participants and researchers to highlight deficiencies of care and make suggestions to improve services. Experiences since the last interview can be shared, with the earlier findings being developed and reflected on in the context of an evolving, participant-researcher relationship. The resulting continuous and changing account would be difficult, if not impossible, to construct from a series of snapshot interviews. Additionally, the trust fostered by repeated contact enables participants to voice sensitive or embarrassing issues and allows more private (as opposed to public) accounts to emerge. 23 We have found that repeated interviews give participants implicit permission to broach what was previously unspeakable, facilitating frank and honest discussions that might otherwise not have occurred. Detailed and contextualised accounts of sensitive illness experiences can therefore emerge.
Pitfalls and how to avoid them Ethical issues
Ethical problems are potentially heightened in longitudinal research, including concerns around serial consent, especially if the patient is deteriorating or vulnerable.19 24 Intrusion, dependency, and distortion of life experience must also be avoided.25 But we have found that patients can, and indeed want to, talk about personal and sensitive issues such as death, dying, and bereavement. Patients have said that it is sometimes easier for them to talk to a researcher rather than a clinician about these issues, and that by voicing their internal fears they have been more able afterwards to speak to their family members and friends. Serial interviews also give participants the opportunity to voice their concerns and distress and make a societal contribution through research in response to the care they have received. 26 27 Serial interview research can place considerable demands on researchers because it is inherently an emotionally charged process. Researchers' responsibility does not end with a final interview, and it is important to protect the wellbeing of researchers as well as participants. Accordingly, we recommend counselling and debriefing sessions for both researchers and transcribers, who should ideally have adequate maturity, experience, and access to personal or emotional support.24 Our experiences confirm that these concerns about wellbeing can be adequately addressed and that interviewing very ill patients need not be exceptionally stressful.28
Attrition
As with any longitudinal research, attrition can be problematic. For example, in one study of people with glioma, none of the planned second interviews were possible because of participants' cognitive decline and lack of energy after radiotherapy. 29 Steinhauser and colleagues emphasise the importance of establishing participant-interviewer rapport from the first point of contact to try maximise retention.30 If a firm relationship is built up between researcher and participant, few participants will be lost, except through debility or death. None theless, attrition should be factored into the design of the study. We found that by recruiting and interviewing patients and their relatives early in their illness we were able to establish relationships that facilitated interviews with relatives after patients' deaths. Grieving relatives often felt more able to take part in a bereavement interview with someone they knew and trusted, and who knew and understood their journey.
Data overload
The serial interview approach inevitably generates a large volume of interviews. The data can become difficult to manage, particularly when second and subsequent interviews have started. Effective planning is therefore essential http://www.bmj.com/content/339/bmj.b3702.full.print 6/8 from the outset. Furthermore, the time consuming nature of the analysis creates the danger that the process is becoming unmanageable-something that has been described as an analytical albatross.31
Conclusions
An understanding of the dynamic effects of disease on people's everyday lives is a prerequisite to delivering more accessible and acceptable care. People centred longitudinal research methods can make a major contribution in our understanding.32 Serial in-depth interviews are a powerful method that resonates with the clinical aim to provide continuity of contact with patients and their families. The method is also possibly the most affordable in-depth data generation technique, and our experiences suggest that it is also likely to prove acceptable to clinicians.
Lack of awareness and concerns about some theoretical, methodological, and planning considerations currently limit use of this study design. Many of these barriers can be overcome with appropriate planning and groundwork, and although the approach is research intensive, we believe the benefits are well worth achieving. Participants consistently report serial interviews as helpful rather than harmful; researchers also find that such interviewing can be rewarding.24
Summary points
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